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Abstract
Background: Dementia-related stigma is a significant global health concern. However, public awareness and education about
dementia-related stigma remain limited, especially on social media. Examining dementia-related stigma on social media is
critical because it impacts how the public perceives people living with dementia. By understanding dementia-related stigma
on social media, we can develop educational strategies to target false stereotypes, beliefs, and misinformation to improve the
quality of life of people living with dementia.
Objective: This study examines dementia-related stigma on the X platform (formerly Twitter) during World Alzheimer’s
Month to identify opportunities for intervention to address dementia-related stigma.
Methods: A total of 266,211 posts were scraped from X during the World Alzheimer’s Awareness Month from September
1‐30, 2022, a global advocacy campaign organized by Alzheimer’s Disease International. We used filters to exclude non-Eng-
lish content, duplicate posts, and reply posts with missing content. To ensure rigor and trustworthiness in the research, several
measures were employed, ranging from peer debriefing sessions to documenting the research process.
Results: After filtering the data, 1981 posts were examined using thematic analysis. A total of four main themes were
identified including: (i) dementia stereotypes: “a burden to society”; (ii) discrimination and denied dignity: “discrimination
exists in public spaces”; (iii) devaluing the lives of people with dementia: “society should legalize euthanasia”; and (iv)
countering dementia-related stigma: “break down the stigma.” Although the World Alzheimer’s Awareness Month is helpful
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for raising awareness, more research is needed to address dementia-related stigma, stereotypes, and discrimination on social
media.
Conclusions: By analyzing how stigma manifests on social media, our study sheds light on the dementia education and
information needed to address false beliefs, misinformation, and dementia-related stigma. The findings from our study
have important implications for policymakers, health professionals, and community advocates working to design awareness
campaigns to reduce dementia-related stigma on social media.
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Introduction
Dementia is a significant global health concern. Worldwide,
there are an estimated 10 million new cases of dementia
annually, with one new diagnosis every 3.2 seconds [1]. In
2019, the global financial cost of dementia was approximately
US$ 1.3 trillion [2]. It is estimated that 57 million people live
with dementia, with this number projected to triple to 153
million by 2050 with population growth and aging [3].

Although dementia is a global issue, there is limited
knowledge and awareness about dementia. A survey from
Alzheimer’s International [1] found that over 70% of
respondents mistakenly view dementia as a normal part of
aging rather than a neurodegenerative disorder. Studies show
that dementia-related stigma (negative attitudes, stereotypes,
and discrimination) results in social exclusion and self-inter-
nalization, and it contributes to delayed dementia diagno-
ses [4-6]. Moreover, dementia-related stigma can lead to
health inequity [7], negative stereotypes [8], and health care
discrimination [9-12].

Emerging research has started to examine dementia
discourse on social media. More specifically, recent studies
have reported stigmatizing language on social media [13-17].
Cheng and colleagues [17] identified stigmatization as the
main theme of most of the tweets on X (formerly Twitter)
regarding dementia. Another study examined dementia-rela-
ted stigma on social media during the COVID-19 pandemic
and identified issues of misinformation, ageism, and dementia
being used as an insult for political ridicule [6]. However, no
existing studies have examined the impact of global aware-
ness campaigns on dementia-related stigma.

This study examines dementia-related stigma on X during
World Alzheimer’s Month, a global advocacy campaign
organized by Alzheimer’s Disease International [18]. Our
study used data from X because it is a widely used plat-
form for raising dementia awareness [19] and advocacy [20],
but it has also been used to spread misinformation [21].
The X platform provides diverse insight with approximately
586 million active monthly users [22]. Moreover, emerg-
ing studies on social media awareness campaigns on health
issues such as mental illness may be effective in increas-
ing awareness, promoting help-seeking behavior [23], and
reducing stigma [24]. Accordingly, X provides an effective
platform to analyze dementia-related discourse during World
Alzheimer’s Month to identify opportunities for intervention
to reduce dementia-related stigma.

By analyzing how stigma manifests on social media, our
study sheds light on the dementia education and informa-
tion needed to address false beliefs, misinformation, and
dementia-related stigma. Additionally, this study sheds light
on the role of social media in shaping public perceptions
of dementia to promote more inclusive dementia discourse.
Findings from our study have important implications for
policymakers, health professionals, and community advocates
working to design awareness campaigns to reduce dementia-
related stigma on social media.

Methods
Ethical Considerations
This research did not require ethics board review because it
only used secondary data collected from publicly available
posts, which are not classified as human subject research.
The Panel on Research Ethics [25] suggests that social media
research does not require research ethics board review when
the study focuses solely on information that is in the public
domain and the people posting the information have no
reasonable belief or expectation of privacy. Similarly, the
Journal of Medical Internet Research [26] notes that the
analysis of large volumes of text (ie, tweets) that are publicly
available on X are not typically deemed human subject
research. However, we omitted the usernames and Twitter
handles from our findings to help support the anonymity of
the X users.
Search Strategy
We bought a developer account for the X platform to
gain access to the application programming interface (API).
More specifically, the API enables developers to use data to
generate material from the X platform. Using the Tweepy
library [27] in Python and X’s API, we collected posts
published during the annual World Alzheimer’s Awareness
Month from September 1, 2022, to September 30, 2022.

The keyword search strategy was developed by examining
commonly used terms and phrases on X during the World
Alzheimer’s Awareness Month. We also organized team
meetings to develop, review, and finalize the phrases based
on their usage on the X platform. For example, we ran test
searches in real time to observe the usage of specific phrases
related to the World Alzheimer’s Awareness Month. This
process enabled us to select terms that were being shared on
X. This search strategy was based on observational patterns
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and trending discussions rather than using a specific tool or
software.

Regarding inclusion and exclusion criteria, we included
commonly used phrases and terms related to World Alzheim-
er’s Awareness and excluded terms that were not specific
to the awareness context. More specifically, to ensure that
our search captured posts related to World Alzheimer’s
Month, our search phrases included the following: “World
Alzheimers Month” OR “WorldAlzMonth” OR “World
Alzheimer’s Month” OR “World Alzheimers Awareness
Month” OR “World Alzheimer’s Awareness Month’' OR
“World Alzheimer’s Day” OR “Alzheimer’s Awareness” OR
“Dementia Awareness.”

We identified approximately 266,211 posts through our
search. We removed 14,502 posts that were not written in
English, and we excluded duplicate posts and posts that only
included hashtags. We also excluded reply posts because they
are often missing important background information, which
left us with a total of 1,981 tweets.

Data Analysis
Thematic analysis was used to analyze the data by follow-
ing the guidelines outlined by Braun and Clarke [28]. More
specifically, our thematic analysis was conducted in the
following stages: (1) a thorough review of the collected data;
(2) code creation and data coding; (3) extraction of the initial
themes; (4) theme refinement; and (5) naming of the final
themes.

Our approach to analyzing the data involved creating a
codebook development team (consisting of five coauthors) to
thoroughly review the posts to draft and refine the code-
book. Specifically, the creation of our codebook involved the
familiarization with the data through a detailed review [29]
by reading and rereading the posts to develop the codebook.
The codebook consisted of nine codes: (1) stopping stigma;
(2) sponsorship, related to fundraising activities; (3) simple or
basic posts, lacking educational content; (4) promotional and
marketing content; (5) lived experiences, sharing perspec-
tives from family, friends, or individuals with dementia; (6)
fostering stigma; (7) resources, providing support informa-
tion; (8) informative posts, delivering educational messages;
and (9) exploitation.

Once the codebook was completed, pilot coding exercises
were held to familiarize our full team of coauthors with
the codebook. The first exercise included a practice coding
session where the full team collaboratively coded 50 posts.
Following this, more advanced exercises were undertaken,
including the independent coding of 75 posts that were
compared to an answer key with extensive details about why
the answer was chosen. Additionally, a collective coding

exercise was held where the team collaboratively coded the
posts and discussed discrepancies and questions to support
intercoder reliability. Once the team felt comfortable with
coding, the coauthors each received approximately 208 posts
to independently code and then compare the findings with
a coding partner, to reconcile any differences through pair
discussions and group consensus when necessary. The data
analysis concluded with a full team meeting to review and
finalize the naming of each theme.
Rigor and Trustworthiness
In this study, trustworthiness and rigor were established by
adhering to Lincoln and Guba’s [30] guidelines to ensure
credibility, dependability, and confirmability. For example,
the coding process included coding by a multidisciplinary
team (with expertise in nursing, geriatrics, psychology,
computer science, and biology), iterative refinement of the
codebook, and independent and group coding exercises. This
meticulous approach ensured that various perspectives were
considered, enhancing the reliability and validity of the data
analysis [28,29].

To further achieve credibility, the study employed methods
such as peer debriefing, facilitated through coding exercises
[31], and triangulation, using the expertise of our research
team [32]. For example, our approach included partner-
ing less experienced coders with senior coders to provide
coding mentorship to further enhance intercoder reliability
[33]. Dependability and confirmability were supported by
developing a thorough audit trail to outline our research
process (fieldnotes, codebook, and thematic map) to ensure
that the study’s methodology is replicable [34].

Regular team meetings during the coding and theme
development processes enhanced the study’s rigor. These
sessions were foundational in addressing potential discrepan-
cies to enhance clarity in our interpretation of the data [32].
For example, post examples were added to the codebook
to enhance the clarity of the codes. Finally, providing rich
descriptions of the study’s themes and supporting them with
direct quotes helped to support the validity of our analysis and
contribute to the study’s trustworthiness.

Results
Analysis Results
The data screening process used to filter the posts is
illustrated in Figure 1. Based on our thematic analysis, four
main themes were identified including (1) dementia stereo-
types; (2) discrimination and denied dignity; (3) devaluing the
lives of people with dementia; and (4) countering dementia-
related stigma.
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Figure 1. Data screening process.

Theme 1: Dementia Stereotypes: “A
Burden to Society”
Stereotype propagation of dementia was evident in many of
the posts. Ironically, many of these posts may have been
intended to be supportive but used negative language to fuel
stereotypes. These posts often described people living with
dementia as a burden to the economy and the health care
system. These burden-laden posts are presented below:

More than 6 million Americans are living with
Alzheimer’s. This #WorldAlzheimersMonth, learn about
the burden of Alzheimer’s and dementia on individuals,
caregivers, government, and the nation’s health care
system…
It’s #WorldAlzheimersMonth. Alzheimers is not only
a devastating disease, but a costly one. In 2020,
total #healthcarecosts for Alzheimers treatment were
estimated at $305 billion.

Posts also referred to people with dementia as “patients”
rather than people. Many of these posts described people
with dementia as “suffering” from the disease. However, this
type of post contributes to negative stereotypes that depict
all people living with dementia as suffering patients in the
end-of-life stage, which further fuels the burden rhetoric.

On the eve of #WorldAlzheimersDay, which falls on
September 21 every year, we look at how caregivers
can support patients suffering from the condition.
…Dementia can change patients’ behavior and swing
their moods, which builds up stress among others while
caring for their dear parents or spouse…

It is important to recognize that people living with
dementia are people who contribute to society rather than a
burden as portrayed in the stereotypes.
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Theme 2: Discrimination and Denied
Dignity: “Discrimination Exists in Public
Spaces”
A predominant theme described discrimination and denied
dignity as experienced by people living with dementia. More
specifically, family members of people living with dementia
shared stories of disparate treatment and public discrimina-
tion. The issues of discrimination and denied dignity are
demonstrated in the following posts:

It’s Dementia Awareness week and my Mum has
Alzheimer’s Dementia. She lives with us so our family
sees first hand how hard and unfair this is but also
how discrimination exists in public places. We are also
making sure everyday counts…
Our family member lost her battle to Vascular
dementia. Let’s together learn how best to support
them. Stories about locking, tying them up, must stop.
They need our understanding, support & love. We miss
her already, very much #dementia #dementiaawareness
#vasculardementia

Posts also described how stigma reduces the dignity and
quality of life of people living with dementia. For example,
posts highlighted that stigma is often a reality faced by
people living with dementia. Stigma was often described as
one of the greatest challenges impacting people living with
dementia. These posts demonstrate stigma and deny dignity:

A wonderful quote from our friend... Dementia does
not rob someone of their dignity. It’s our reaction
to them that does. #caregiving #caregivers #caregiver
#homecare #health #heathcare #respite
#Dementia is one of the biggest challenges we face,
and stigma is one of the main barriers for people w/
dementia to live their lives fully with dignity…

Theme 3: Devaluing the Lives of People
With Dementia: “Society Should Legalize
Euthanasia”
Another theme was devaluing the lives of people living with
dementia. These tweets were typically in the form of false
assumptions, patronizing sentiments, and spreading detrimen-
tal information. For example, these posts often described
people with dementia as incapable of living meaningful
and high-quality lives. Some posts even argued that peo-
ple living with dementia were better off ending their lives
than continuing to live. The following posts highlight these
devaluing sentiments:

September is Alzheimer’s awareness month. I don’t
wish it on anyone, and I think society should legalise
euthanasia for those who don’t want to be stripped of
their dignity and forced to sink into deep and upsetting
confusion until their death.
Yesterday she died. It was a painful year, she was
suffering so I’m glad it ended…

There was a strong focus on detailing the negative aspects
of the disease. Posts described issues of people with dementia
slowly slipping away and physical deterioration, rather than
sharing narratives of living well with dementia.

Those who care for relatives with dementia often
describe how a loved one slowly slips away, physically
intact but unrecognisable bit by bit by bit…
World Alzheimer’s day Alzheimer’s is a devastat-
ing disease. It was painful to watch my person
deteriorate. #mentalhealthawareness #ptsd #psychosis
#mentalhealthmatters #psychology #psychiatrist

However, these posts can be harmful because they may
contribute to self-stigma among people living with dementia
as well as societal myths that all people with dementia are
unable to live meaningful lives.
Theme 4: Countering Dementia-Related
Stigma: “Break Down the Stigma”
During World Alzheimer’s Awareness Month, many posts
called for unity to dispel the stigma surrounding dementia.
This theme often called for advocacy and actions to address
stigmatization. For example, these posts encouraged readers
to promote dementia awareness and education and “join the
fight” to challenge the stigma of dementia.

#WorldAlzheimersDay is on September 21st—a time
when people unite to raise awareness and attempt to
break down the stigma of all forms of #dementia We
can also involve children in age-appropriate caregiv-
ing…
This #WorldAlzMonth, we aim to raise awareness of
and challenge the stigma around Alzheimer’s disease
and other dementias.
September is #WorldAlzheimersMonth! People unite
from around the world to raise awareness and
challenge the stigma of Alzheimer’s disease &
dementia.
#WorldAlzheimersMonth is dedicated to raising
awareness and challenging the stigma surrounding
dementia - join the fight today!

Other advocacy posts highlighted the need to respect
people living with dementia. Some of these posts also made
reference to recognizing the personhood and the human rights
of people living with dementia.

…Respect our right to freedom, the right to have
a say, the right to make a choice in matters rela-
ted to us. #NothingAboutUsWithoutUs #KnowDementia
#TogetherWeCanDoMore...
World Alzheimer’s Day - Dementia Experts Call for
Care to be Recognised as a Human Right…
Dementia awareness includes understanding that
changes in cognitive function or processing data does
not mean a person is less intelligent, or less sensitive,
or less human. #Respect still matters.
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Discussion
Principal Findings and Comparison With
Previous Works
Our study analyzed dementia-related stigma on X during
World Alzheimer’s Month to identify opportunities for
intervention to address the stigma of dementia. Examining
the stigma of dementia is critical to understanding how stigma
manifests on social media, especially during global aware-
ness campaigns. Based on our thematic analysis, four main
themes were identified, ranging from dementia stereotypes to
devaluing the lives of people with dementia.

Findings from our study suggest that negative stereotypes
and false information about dementia continue to persist
during the global awareness campaign. For example, our
study identified harmful stereotypes that depicted all people
with dementia as suffering and being a burden on soci-
ety. Moreover, posts often homogenize people with demen-
tia as being incapable of living meaningful lives. There
was also a strong focus on emphasizing the end-of-life
stage, with some posts even suggesting that people with
dementia were better off dead. Our findings are consistent
with COVID-19 literature on dementia-related stigma, which
reported that social media fuels misinformation, assump-
tions, and discrimination towards people with dementia [6].
However, dementia stereotypes and false information are
harmful because they can lead to devaluing the lives of people
with dementia, health inequities, and discrimination within
the health care system [7,11,12].

An emerging body of literature indicates that people
with dementia often self-internalize stigma and are highly
concerned about being a burden on society [35-37]. Litera-
ture suggests that this concern of being a burden, combined
with fears of suffering and loss of autonomy, often fuels the
requests for physician-assisted suicide [36-40]. This literature
on physician-assisted suicide is especially troubling when
compared to our study’s findings that shed light on the
dissemination of dementia-related stigma on social media
in terms of associating dementia diagnosis with the end-of-
life and loss of meaning and purpose of life. However, it
is important to note that dementia impacts everyone differ-
ently, and not everyone’s dementia journey will be the same
[41]. Accordingly, more dementia education and awareness
strategies are needed to combat false information, stereotypes,
and dementia-related stigma on social media.

It is important to note that organizations, such as the
Alzheimer’s Association [42] and the Alzheimer Society
of Canada [43], are working to address dementia-related
stigma by providing accurate information. More specifically,
the Alzheimer Society of Canada provides tips to reduce
dementia-related stigma, ranging from using person-centered
language to avoiding assumptions about people with dementia
[44]. They also provide educational resources on dementia,

including information on dementia screening, diagnosis,
treatment, and living well with dementia [45].
Limitations
Although our study was conducted in a rigorous manner,
this research is not without limitations. More specifically,
X users’ sociodemographics may not represent the general
population. For example, people with lower socioeconomic
status may not have access to computers or technology to
access the X platform. Moreover, our study only included
English-language posts, which reduces our ability to make
any generalizations about dementia-related stigma across
different cultures. Consequently, additional research is needed
to examine the roles of sociodemographic status and culture
on dementia-related stigma.

Another weakness is that using data from X may con-
tribute to biases related to the platform’s algorithms. For
example, recent literature suggests that X prioritizes and
amplifies posts with higher engagement, which may increase
the visibility of more sensational and low-credibility content
[46]. Additionally, our study included data from all users,
including nonverified accounts (possibly including chatbots
and trolls), which may further contribute to bias and low-
credibility discourse. However, Zhao and colleagues [47] note
that there is a paucity of studies examining biases related to
social media research. Accordingly, further research is needed
to address the potential impact of biases related to low-credi-
bility content and algorithms on social media research.

An additional limitation of our research may include the
restricted timeframe. For example, our study focused on
tweets from September 1, 2022, to September 30, 2022,
to coincide with the World Alzheimer’s Awareness Month.
However, this limited timeframe may not fully capture
discourse on dementia-related stigma given the extensive
awareness raising efforts. Accordingly, further research is
needed to examine dementia-related stigma outside of World
Alzheimer’s Month.
Conclusion
Our study examined dementia-related stigma on X during
the World Alzheimer’s Awareness Month. Our analysis of
the data identified four main themes, ranging from demen-
tia stereotypes to challenging stigma of dementia. Examin-
ing dementia-related stigma is essential to understanding
how stigma manifests and persists on social media, espe-
cially during global awareness campaigns. By analyzing how
stigma manifests on social media, our study sheds light on
the dementia information and education needed to combat
false beliefs, misinformation, and dementia-related stigma.
Findings from our study have important implications for
policymakers, health professionals, and community advocates
working to design awareness campaigns to reduce dementia-
related stigma on social media.

Acknowledgments

JMIR FORMATIVE RESEARCH Bacsu et al

https://formative.jmir.org/2025/1/e72775 JMIR Form Res 2025 | vol. 9 | e72775 | p. 6
(page number not for citation purposes)

https://formative.jmir.org/2025/1/e72775


This work was supported by the Canada Research Chairs Program [Grant Number- 451097]. This work was also supported
by Team 15 in the Canadian Consortium on Neurodegeneration in Aging (CCNA). CCNA is supported by a grant from
the Canadian Institutes of Health Research with funding from several partners including the Saskatchewan Health Research
Foundation, the Centre for Aging and Brain Health, and the Alzheimer Society of Canada. Funding was provided by the
Internal Research Grant and the Undergraduate Research Apprenticeship Fund at Thompson Rivers University.
Data Availability
Supplementary materials (codebook) are available to other researchers for replication purposes; 2) supplementary data (X excel
sheet) are available to other researchers for replication purposes by contacting the lead author; and 3) the study reported in the
manuscript was not preregistered.
Authors’ Contributions
JDB and RJS conceived the idea for the manuscript. JDB, AAJ, & RJS devised the X scraping approach, and AAJ scraped for
tweets. JDB, RGS, AAJ, CB, and SAF devised the codebook. All of the coauthors coded the posts, contributed example tweets,
and participated in the thematic analysis. JDB wrote the first draft of the manuscript with theme writing contributions from DF,
CC, SV, KM, JM, AV, SAF, AC, ZR, FF, KN, and CB. All authors reviewed the final manuscript.
Conflicts of Interest
MKA received grants from Sanofi, GSK, Prizer, Merck, and Icosavac, all unrelated to the present study.
References
1. Alzheimer’s Disease International. Dementia Statistics. 2025. URL: https://www.alzint.org/about/dementia-facts-figures/

dementia-statistics/ [Accessed 2025-02-15]
2. World Health Organization. Dementia: Fact Sheets. 2023. URL: https://www.who.int/news-room/fact-sheets/detail/

dementia [Accessed 2025-02-12]
3. Nichols E, Steinmetz JD, Vollset SE. Estimation of the global prevalence of dementia in 2019 and forecasted prevalence

in 2050: an analysis for the Global Burden of Disease Study 2019. Lancet Public Health. Feb 2022;7(2):e105-e125. [doi:
10.1016/S2468-2667(21)00249-8] [Medline: 34998485]

4. Philip G, Savundranayagam MY, Kothari A, Orange JB. Exploring stigmatizing perceptions of dementia among
racialized groups living in the anglosphere: a scoping review. Aging and Health Research. Mar 2024;4(1):100170. [doi:
10.1016/j.ahr.2023.100170]

5. Vernooij-Dassen MJFJ, Moniz-Cook ED, Woods RT, et al. Factors affecting timely recognition and diagnosis of
dementia across Europe: from awareness to stigma. Int J Geriatr Psychiatry. Apr 2005;20(4):377-386. [doi: 10.1002/gps.
1302] [Medline: 15799080]

6. Bacsu JD, Fraser S, Chasteen AL, et al. Using Twitter to examine stigma against people with dementia during
COVID-19: infodemiology study. JMIR Aging. Mar 31, 2022;5(1):e35677. [doi: 10.2196/35677] [Medline: 35290197]

7. Bacsu JDR, O’Connell ME, Wighton MB. Improving the health equity and the human rights of Canadians with dementia
through a social determinants approach: a call to action in the COVID-19 pandemic. Can J Public Health. Apr
2022;113(2):204-208. [doi: 10.17269/s41997-022-00618-8]

8. Rewerska-Juśko M, Rejdak K. Social stigma of people with dementia. J Alzheimers Dis. 2020;78(4):1339-1343. [doi:
10.3233/JAD-201004] [Medline: 33185610]

9. Ménard A, O’Sullivan T, Mulvey M, Belanger C, Fraser S. Perceptions of hospital care for persons with dementia during
the COVID-19 pandemic: a social media sentiment analysis. Gerontologist. Jul 1, 2024;64(7):37943714. [doi: 10.1093/
geront/gnad155] [Medline: 37943714]

10. Werner P, Giveon SM. Discriminatory behavior of family physicians toward a person with Alzheimer’s disease. Int
Psychogeriatr. Aug 2008;20(4):824-839. [doi: 10.1017/S1041610208007060] [Medline: 18341751]

11. Bacsu J, Mateen FJ, Johnson S, Viger MD, Hackett P. Improving dementia care among family physicians: from stigma
to evidence-informed knowledge. Can Geriatr J. Dec 2020;23(4):340-343. [doi: 10.5770/cgj.23.426] [Medline:
33282053]

12. Bacsu JDR, Spiteri RJ, Nanson K, et al. Understanding stigma of dementia during COVID-19: a scoping review. Front
Psychiatry. Mar 27, 2024;15:1261113. [doi: 10.3389/fpsyt.2024.1261113]

13. Oscar N, Fox PA, Croucher R, Wernick R, Keune J, Hooker K. Machine learning, sentiment analysis, and tweets: an
examination of Alzheimer’s disease stigma on Twitter. J Gerontol B Psychol Sci Soc Sci. Sep 1, 2017;72(5):742-751.
[doi: 10.1093/geronb/gbx014] [Medline: 28329835]

14. Creten S, Heynderickx P, Dieltjens S. The stigma toward dementia on Twitter: a sentiment analysis of Dutch language
tweets. J Health Commun. Oct 3, 2022;27(10):697-705. [doi: 10.1080/10810730.2022.2149904] [Medline: 36519829]

JMIR FORMATIVE RESEARCH Bacsu et al

https://formative.jmir.org/2025/1/e72775 JMIR Form Res 2025 | vol. 9 | e72775 | p. 7
(page number not for citation purposes)

https://www.alzint.org/about/dementia-facts-figures/dementia-statistics/
https://www.alzint.org/about/dementia-facts-figures/dementia-statistics/
https://www.who.int/news-room/fact-sheets/detail/dementia
https://www.who.int/news-room/fact-sheets/detail/dementia
https://doi.org/10.1016/S2468-2667(21)00249-8
http://www.ncbi.nlm.nih.gov/pubmed/34998485
https://doi.org/10.1016/j.ahr.2023.100170
https://doi.org/10.1002/gps.1302
https://doi.org/10.1002/gps.1302
http://www.ncbi.nlm.nih.gov/pubmed/15799080
https://doi.org/10.2196/35677
http://www.ncbi.nlm.nih.gov/pubmed/35290197
https://doi.org/10.17269/s41997-022-00618-8
https://doi.org/10.3233/JAD-201004
http://www.ncbi.nlm.nih.gov/pubmed/33185610
https://doi.org/10.1093/geront/gnad155
https://doi.org/10.1093/geront/gnad155
http://www.ncbi.nlm.nih.gov/pubmed/37943714
https://doi.org/10.1017/S1041610208007060
http://www.ncbi.nlm.nih.gov/pubmed/18341751
https://doi.org/10.5770/cgj.23.426
http://www.ncbi.nlm.nih.gov/pubmed/33282053
https://doi.org/10.3389/fpsyt.2024.1261113
https://doi.org/10.1093/geronb/gbx014
http://www.ncbi.nlm.nih.gov/pubmed/28329835
https://doi.org/10.1080/10810730.2022.2149904
http://www.ncbi.nlm.nih.gov/pubmed/36519829
https://formative.jmir.org/2025/1/e72775


15. Alvarez-Mon MA, Llavero-Valero M, Sánchez-Bayona R, et al. Areas of interest and stigmatic attitudes of the general
public in five relevant medical conditions: thematic and quantitative analysis using Twitter. J Med Internet Res. May 28,
2019;21(5):e14110. [doi: 10.2196/14110] [Medline: 31140438]

16. Bartmess M, Talbot C, O’Dwyer ST, Lopez RP, Rose KM, Anderson JG. Using Twitter to understand perspectives and
experiences of dementia and caregiving at the beginning of the COVID-19 pandemic. Dementia (London). Jul
2022;21(5):1734-1752. [doi: 10.1177/14713012221096982] [Medline: 35549466]

17. Cheng TYM, Liu L, Woo BK. Analyzing Twitter as a platform for Alzheimer-related dementia awareness: thematic
analyses of tweets. JMIR Aging. Dec 10, 2018;1(2):e11542. [doi: 10.2196/11542] [Medline: 31518232]

18. Alzheimer’s disease international. World Alzheimer’s Month. 2022. URL: www.alzint.org/get-involved/world-
alzheimers-month/ [Accessed 2025-05-12]

19. Bacsu JD, Cammer A, Ahmadi S, et al. Examining the Twitter discourse on dementia during Alzheimer’s awareness
month in Canada: infodemiology study. JMIR Form Res. Oct 26, 2022;6(10):e40049. [doi: 10.2196/40049] [Medline:
36287605]

20. Bacsu JD, Fraser SA, Jamali AA, et al. Navigating awareness and strategies to support dementia advocacy on social
media during world Alzheimer’s month: infodemiology study. JMIR Infodemiology. Dec 27, 2024;4:e63464. [doi: 10.
2196/63464] [Medline: 39729354]

21. Bacsu JDR, Andrew MK, Azizi M, et al. Using Twitter to understand COVID-19 vaccine-related ageism during the
pandemic. Gerontologist. Feb 1, 2024;64(2):gnad061. [doi: 10.1093/geront/gnad061] [Medline: 37267449]

22. Statista. Global social networks ranked by number of users. 2025. URL: https://www.statista.com/statistics/272014/
global-social-networks-ranked-by-number-of-users/#:~:text=In%202025%2C%20social%20networking%20sites,
traction%20in%20previously%20underserved%20markets [Accessed 2025-03-27]

23. Draganidis A, Fernando AN, West ML, Sharp G. Social media delivered mental health campaigns and public service
announcements: A systematic literature review of public engagement and help-seeking behaviours. Social Science &
Medicine. Oct 2024;359:117231. [doi: 10.1016/j.socscimed.2024.117231]

24. Hong EL, Slay PD, Hampton M, et al. Illustrating best practices in optimizing social media strategy for a campaign
targeting military mental health stigma. J technol behav sci. Jun 2021;6(2):427-435. [doi: 10.1007/s41347-020-00183-2]

25. Government of Canada. Does research using social media platforms require research ethics board review? guidance to
support the implementation of the tri-council policy statement: ethical conduct for research involving humans – TCPS 2.
2022. URL: https://ethics.gc.ca/eng/documents/reb-cer_social-sociaux-en.pdf [Accessed 2025-02-15]

26. JMIR. Do I need ethics approval for social media research? 2022. URL: https://support.jmir.org/hc/en-us/articles/
115001620728-Do-I-need-ethics-approval-for-social-media-research [Accessed 2025-02-17]

27. Tweepy. URL: https://www.tweepy.org/ [Accessed 2025-02-12]
28. Braun V, Clarke V. Using thematic analysis in psychology. Qual Res Psychol. Jan 2006;3(2):77-101. [doi: 10.1191/

1478088706qp063oa]
29. Crabtree BF, Miller WL. A template approach to text analysis: developing and using codebooks. In: Crabtree BF, Miller

WL, editors. Doing Qualitative Research. Sage Publications; 1992:93-109. [doi: 10.4135/9781446287958]
30. Lincoln YS, Guba EG. But is it rigorous? Trustworthiness and authenticity in naturalistic evaluation. New Directions for

Program Evaluation. Jun 1986;1986(30):73-84. [doi: 10.1002/ev.1427]
31. Thomas DR. A general inductive approach for analyzing qualitative evaluation data. American Journal of Evaluation.

Jun 2006;27(2):237-246. [doi: 10.1177/1098214005283748]
32. Raskind IG, Shelton RC, Comeau DL, Cooper HLF, Griffith DM, Kegler MC. A review of qualitative data analysis

practices in health education and health behavior research. Health Educ Behav. Feb 2019;46(1):32-39. [doi: 10.1177/
1090198118795019] [Medline: 30227078]

33. O’Connor C, Joffe H. Intercoder reliability in qualitative research: debates and practical guidelines. Int J Qual Methods.
Jan 1, 2020;19. [doi: 10.1177/1609406919899220]

34. Tobin GA, Begley CM. Methodological rigour within a qualitative framework. J Adv Nurs. Nov 2004;48(4):388-396.
[doi: 10.1111/j.1365-2648.2004.03207.x] [Medline: 15500533]

35. Alzheimer Society of Canada. Alzheimer Society: 2017 Awareness Survey Executive Summary. URL: https://coilink.
org/20.500.12592/rrx9hw [Accessed 2025-02-12]

36. Johnstone MJ. Alzheimer’s Disease, Media Representations and the Politics of Euthanasia. Routledge; 2013. [doi: 10.
4324/9781315566634]

37. Low LF, Purwaningrum F. Negative stereotypes, fear and social distance: a systematic review of depictions of dementia
in popular culture in the context of stigma. BMC Geriatr. Nov 17, 2020;20(1):477. [doi: 10.1186/s12877-020-01754-x]
[Medline: 33203379]

JMIR FORMATIVE RESEARCH Bacsu et al

https://formative.jmir.org/2025/1/e72775 JMIR Form Res 2025 | vol. 9 | e72775 | p. 8
(page number not for citation purposes)

https://doi.org/10.2196/14110
http://www.ncbi.nlm.nih.gov/pubmed/31140438
https://doi.org/10.1177/14713012221096982
http://www.ncbi.nlm.nih.gov/pubmed/35549466
https://doi.org/10.2196/11542
http://www.ncbi.nlm.nih.gov/pubmed/31518232
https://doi.org/10.2196/40049
http://www.ncbi.nlm.nih.gov/pubmed/36287605
https://doi.org/10.2196/63464
https://doi.org/10.2196/63464
http://www.ncbi.nlm.nih.gov/pubmed/39729354
https://doi.org/10.1093/geront/gnad061
http://www.ncbi.nlm.nih.gov/pubmed/37267449
https://www.statista.com/statistics/272014/global-social-networks-ranked-by-number-of-users/#:~:text=In%202025%2C%20social%20networking%20sites,traction%20in%20previously%20underserved%20markets
https://www.statista.com/statistics/272014/global-social-networks-ranked-by-number-of-users/#:~:text=In%202025%2C%20social%20networking%20sites,traction%20in%20previously%20underserved%20markets
https://www.statista.com/statistics/272014/global-social-networks-ranked-by-number-of-users/#:~:text=In%202025%2C%20social%20networking%20sites,traction%20in%20previously%20underserved%20markets
https://doi.org/10.1016/j.socscimed.2024.117231
https://doi.org/10.1007/s41347-020-00183-2
https://ethics.gc.ca/eng/documents/reb-cer_social-sociaux-en.pdf
https://support.jmir.org/hc/en-us/articles/115001620728-Do-I-need-ethics-approval-for-social-media-research
https://support.jmir.org/hc/en-us/articles/115001620728-Do-I-need-ethics-approval-for-social-media-research
https://www.tweepy.org/
https://doi.org/10.1191/1478088706qp063oa
https://doi.org/10.1191/1478088706qp063oa
https://doi.org/10.4135/9781446287958
https://doi.org/10.1002/ev.1427
https://doi.org/10.1177/1098214005283748
https://doi.org/10.1177/1090198118795019
https://doi.org/10.1177/1090198118795019
http://www.ncbi.nlm.nih.gov/pubmed/30227078
https://doi.org/10.1177/1609406919899220
https://doi.org/10.1111/j.1365-2648.2004.03207.x
http://www.ncbi.nlm.nih.gov/pubmed/15500533
https://coilink.org/20.500.12592/rrx9hw
https://coilink.org/20.500.12592/rrx9hw
https://doi.org/10.4324/9781315566634
https://doi.org/10.4324/9781315566634
https://doi.org/10.1186/s12877-020-01754-x
http://www.ncbi.nlm.nih.gov/pubmed/33203379
https://formative.jmir.org/2025/1/e72775


38. Rajkumar RP. Physician-assisted suicide in dementia: paradoxes, pitfalls and the need for prudence. Front Sociol.
2021;6:815233. [doi: 10.3389/fsoc.2021.815233] [Medline: 35004941]

39. Tomlinson E, Spector A, Nurock S, Stott J. Euthanasia and physician-assisted suicide in dementia: a qualitative study of
the views of former dementia carers. Palliat Med. Sep 2015;29(8):720-726. [doi: 10.1177/0269216315582143] [Medline:
25881624]

40. Jakhar J, Ambreen S, Prasad S. Right to Life or Right to Die in Advanced Dementia: Physician-Assisted Dying. Front
Psychiatry. 2020;11:622446. [doi: 10.3389/fpsyt.2020.622446] [Medline: 33551882]

41. Alzheimer Society of Canada. What to expect as the persons dementia progresses. 2025. URL: https://alzheimer.ca/en/
help-information/im-caring-person-living-dementia/what-expect-persons-dementia-progresses [Accessed 2025-02-15]

42. Alzheimer’s Association. 2025. URL: https://www.alz.org/ [Accessed 2025-02-15]
43. Alzheimer Society of Canada. 2025. URL: https://alzheimer.ca/en [Accessed 2025-02-16]
44. Alzheimer Society of Canada. 10 Easy ways to fight stigma against dementia. 2025. URL: https://alzheimer.ca/en/about-

dementia/stigma-against-dementia/10-easy-ways-fight-stigma-against-dementia [Accessed 2025-02-14]
45. Alzheimer Society of Canada. Living well with dementia. 2025. URL: https://alzheimer.ca/en/help-information/im-

living-dementia/living-well-dementia [Accessed 2025-02-17]
46. Corsi G. Evaluating Twitter’s algorithmic amplification of low-credibility content: an observational study. EPJ Data Sci.

2024;13(1):18. [doi: 10.1140/epjds/s13688-024-00456-3]
47. Zhao Y, Yin P, Li Y, et al. Data and model biases in social media analyses: a case study of COVID-19 tweets. AMIA

Annu Symp Proc. 2021;2021:1264-1273. [Medline: 35308985]

Abbreviations
API: application programming interface

Edited by Amaryllis Mavragani; peer-reviewed by Emre Dal, Jamiu Ogunsakin, Maha Gasmi, Temitope Adebambo;
submitted 17.02.2025; final revised version received 17.04.2025; accepted 24.04.2025; published 02.06.2025

Please cite as:
Bacsu JD, Mah JC, Jamali AA, Conanan C, Lautrup S, Berger C, Fiske D, Fraser S, Virani A, Fehr F, Chasteen AL, Rahemi
Z, Vellani S, Andrew MK, Cammer A, McGilton KS, Gowda-Sookochoff R, Nanson K, Grewal KS, Spiteri RJ
Stigma of Dementia on Social Media During World Alzheimer’s Awareness Month: Thematic Analysis of Posts
JMIR Form Res 2025;9:e72775
URL: https://formative.jmir.org/2025/1/e72775
doi: 10.2196/72775

© Juanita-Dawne Bacsu, Jasmine Cassy Mah, Ali Akbar Jamali, Christine Conanan, Samantha Lautrup, Corinne Berger,
Dylan Fiske, Sarah Fraser, Anila Virani, Florriann Fehr, Alison L Chasteen, Zahra Rahemi, Shirin Vellani, Melissa K
Andrew, Allison Cammer, Katherine S McGilton, Rory Gowda-Sookochoff, Kate Nanson, Karl S Grewal, Raymond J Spiteri.
Originally published in JMIR Formative Research (https://formative.jmir.org), 02.06.2025. This is an open-access article
distributed under the terms of the Creative Commons Attribution License (https://creativecommons.org/licenses/by/4.0/),
which permits unrestricted use, distribution, and reproduction in any medium, provided the original work, first published in
JMIR Formative Research, is properly cited. The complete bibliographic information, a link to the original publication on
https://formative.jmir.org, as well as this copyright and license information must be included.

JMIR FORMATIVE RESEARCH Bacsu et al

https://formative.jmir.org/2025/1/e72775 JMIR Form Res 2025 | vol. 9 | e72775 | p. 9
(page number not for citation purposes)

https://doi.org/10.3389/fsoc.2021.815233
http://www.ncbi.nlm.nih.gov/pubmed/35004941
https://doi.org/10.1177/0269216315582143
http://www.ncbi.nlm.nih.gov/pubmed/25881624
https://doi.org/10.3389/fpsyt.2020.622446
http://www.ncbi.nlm.nih.gov/pubmed/33551882
https://alzheimer.ca/en/help-information/im-caring-person-living-dementia/what-expect-persons-dementia-progresses
https://alzheimer.ca/en/help-information/im-caring-person-living-dementia/what-expect-persons-dementia-progresses
https://www.alz.org/
https://alzheimer.ca/en
https://alzheimer.ca/en/about-dementia/stigma-against-dementia/10-easy-ways-fight-stigma-against-dementia
https://alzheimer.ca/en/about-dementia/stigma-against-dementia/10-easy-ways-fight-stigma-against-dementia
https://alzheimer.ca/en/help-information/im-living-dementia/living-well-dementia
https://alzheimer.ca/en/help-information/im-living-dementia/living-well-dementia
https://doi.org/10.1140/epjds/s13688-024-00456-3
http://www.ncbi.nlm.nih.gov/pubmed/35308985
https://formative.jmir.org/2025/1/e72775
https://doi.org/10.2196/72775
https://formative.jmir.org
https://creativecommons.org/licenses/by/4.0/
https://formative.jmir.org
https://formative.jmir.org/2025/1/e72775

	Stigma of Dementia on Social Media During World Alzheimer’s Awareness Month: Thematic Analysis of Posts
	Introduction
	Methods
	Ethical Considerations
	Search Strategy
	Data Analysis
	Rigor and Trustworthiness

	Results
	Analysis Results
	Theme 1: Dementia Stereotypes: “A Burden to Society”
	Theme 2: Discrimination and Denied Dignity: “Discrimination Exists in Public Spaces”
	Theme 3: Devaluing the Lives of People With Dementia: “Society Should Legalize Euthanasia”
	Theme 4: Countering Dementia-Related Stigma: “Break Down the Stigma”

	Discussion
	Principal Findings and Comparison With Previous Works
	Limitations
	Conclusion



